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EVOLUTION OF FLEXIBLE
APARTMENT LIVING PROGRAM:
Options in Community Living, Inc.

a sysem geared up to serving developmentdly
disabled persons in segregated protective environments,
an apartment living program has evolved from a
sheltered apartment cluster to a flexible support program
for people with developmental disabilities living in their
own homes. This case study will examine the evolution
of one of the first apatment living programs for
developmentally disabled persons in Wisconsin and the
elements of it which are important for the future of resi-
dential servicesin Wisconsin.

Options in Community Living, formerly known as
RFDF Apartments, was established in 1974 by the same
parent-run RFDF Board which set up Orchard Hill.
Many paents on the RFDF Board believed that
developmentally disabled persons would need continuous
access to staff living nearby in order to function in the
community. The job descriptions of the staff closely
resembled the houseparent role in a group home. It is
probably not coincidental that RFDF developed its
"trangtiona” group home after RFDF Apartments
removed its live-in staff.

The staff hired for the apartment living program have
had a strong value commitment to handicapped people
having control over their lives. Without exaggerated
preconceptions about the limited capacity of
developmentally disabled people, the staff were sensitive
to their clients desires for autonomy and consciousy
sought to treat them as adullts.

The origina clients in the RFDF Apartment program
came mostly from ingdtitutional settings like the State
Centers, Lakeshore Manor nursing home, and Mendota
Mental Health Center many of these clients had been
frustrated by their experience with saff in the
institutional settings who would often impose rules that
made it impossible to control their own lives. Some
people entered the apartment living program because
they could not adjust to the structure of more restrictive
residentia programs. Other clients who came from their
parents homes had the natural desires of young adults to
leave home and become more independent. Although the
RFDF Board continued to want a more sheltered
environment, the RFDF Board's preoccupation with the
survival of Orchard Hill, where many of the family
members of the Board resided, enabled the RFDF
Apartments staff to modify the apartment living pro-
gram in accordance with their experiences.

The apartment living program originaly consisted of
five apartments leased in a multi-unit apartment building.
To facilitate social integration and access to community
resources, the apartment building was located on a bus
linein aresidentia neighborhood. Four of the apartments
were sublet to groups of four developmentally disabled
persons while the fifth apartment was used for live-in
saff. By 1976 the live-in staff were removed and the fifth
apartment was converted into an office which is staffed
in the afternoons and evenings corresponding to the
residents schedules.

As the program progressed many of the origina
residents in the clustered site increased their independent
living skills and wanted to avoid the hasdes of sharing a
two-bedroom apartment with four adults. Living in an
apartment building with college students and doctors
reinforced the goals of many in the apartment living
program to set up their own apartments. This created a
need to develop follow-along services for a growing
number of "graduates' from the clustered site who till
needed support services while living in their own apart-
ments. 7



The cost of the apartment living program contract with the
Dane County 51 Board is approximately $130 per person per
month today which is considerably below the cost of the typ-
ical group home or ICF/MR. The clientsin the gpartment liv-
ing program pay for their own rent, food, and living expenses
out of their SSI checks or wages from competitive employ-
ment.

WITH GROWING DEMAND for the apartment living program,
a second cluster of five apartments was rented by RFDF
Apartments in 1976 in a housing complex of garden apart-
ments on the opposite side of town. By 1977, the live-in staff
were removed from the second cluster of apartments, and the
outreach program continued to expand to "graduates’ of the
gpartment living program who moved into more independent
settings.

With greater awareness of the importance of normalization
and arealization that outreach in scattered sites could prevent
people from returning to more costly and more restrictive set-
tings, the 51 Board was willing, for the first time in 1979, to
include outreach services to "graduates' within the contract
for the apartment living program. A capacity building grant
from the Bureau of Developmental Disabilities in 1980 per-
mitted RFDF Apartments to expand its outreach services to
developmentally disabled people in the community who had
not participated in the sheltered apartment program. At this
point there were more people receiving outreach services in
scattered sites around town than in the clustered sites leased
by the apartment living program. When the time came to
renew its contract for 1981, the RFDF Board abruptly severed
its ties with the existing apartment living program and sub-
mitted a new proposal to the 51 Board which closaly resem
bled its origina conception of an apartment living program in
1974. But the RFDF Apartment staff formed a new corpora-
tion, Optionsin Community Living, with anew Board of Direc-
tors for a continuation of the program with the same clients.
Recognizing the importance of the continuity of relationships
between the staff and the existing clients as well as the value
of the outreach program, the 51 Board contracted with Op-
tionsfor the cost of staff support at the clustered sites and out-
reach to both "graduates' and nongraduates aike in more
independent settings.

THE APARTMENT LIVING PROGRAM concentrates on three "

other's needs. Thisis easier to learn in an apartment with one
or two well-matched roommates than among eight or more
residents in a group home or nursing home who were selected
tofill avacant dot.

As the system moves to disperse services which were once
concentrated in ingtitutions, service coordination in a frac
mented community system has increasingly become a major
bottleneck to living in the community. With limited resources
a its own disposa, Options in Community Living triesto help
clients obtain access to a wide range of community resources
including housing, transportation, vocationa programs, leisure
activities, and financid assistance. It is not uncommon for ar
Options client to receive housing assistance and attendant
sarvices from the loca Center for Independent Living, occupe
tiona therapy from the certified public health agency, recree
tion from a voluntary non-profit service provider, and a sup
portive relationship from afriend and citizen advocate through
alocal citizen advocacy program. To assure appropriateness
and continuity of services, the staff of Options in Community
Living perform the essentia functions of service coordinatior
and follow-along to assure that services change as the
individud's needs change.

The philosophy of the gpartment living program has clearly
evolved from imposing certain program requirements on par-
ticipants to finding more individualized ways to help eople
function in the community. This shift was brought to the fore
when the staff spent over one and one-half years trying to
make a client "fit" the program's expectations of participating
in aforma day program. The staff knew that this person had
been terminated from two previous resdentia facilities for
angry outbursts and aggressive behavior because he had been
either unable or unwilling to comply with the expectations of
these programs. Instead of rejecting this person from the pro-
gram for not conforming to the program requirements, the
staff redized that he was indeed surviving in the community in
his own unstructured way, and they decided to contract with
him to work on some goals that he chose himsdlf. Asit turned
out, what was more important to this individua than working
or volunteering was learning to read and so he has been in-
volved in a literacy training program for amost a year where

main functions: (1) training in independent living skills like he is learning a functional skill while increasing his confidence
shopping, cooking, cleaning, money management, and home "and self -esteem. This experience has helped staff to appreciate
maintenance; (2) building self-confidence and assertiveness that they do not want to make decisions for people but to help
skills in relating to roommates, landlords, salesmen, etc.; and them become responsible for the consegquences of their own
(3) hooking people up with community resources which canactions.

address thar varied needs.

People learn independent living skills by living in an apart-
ment with two or three roommates on the average. Staff work
intensively with clients to help them develop techniques to
function independently. One mentally retarded person who has
difficulty adding and subtracting has learned to baance his
checkbook with the aid of a calculator. Another person with a
brain injury is learning how to use recording devices to com-
pensate for memory loss. Many of the participants in the
apartment living program have learned to use public transpor-
tation to get around town for work, chores, and leisure
activities.

The staff also provide counsdling in the areas of relation-
ships, communication, sdf-concept, and problem-solving.
Clients leam how to tak out their frustrations and to act
assertively. Instead of trying to enforce organizational rules
about how to run an apartment, the apartment living staff
facilitate communication between roommates to remind
peaple how to take care of themsdaves and be sengitive to each

In another revealing incident a person chose to purchase
$1500 worth of woodworking equipment at a shopping mall.
Through a double-signature checking account, the staff arein
a position to monitor these budgeting decisions. But rather
than interfere with this choice, the staff sought to help the
client make up his own mind by emphasizing the consequences
of hisactions. (He purchased the equipment.) Deciding to work
to pay for something that one wants to purchase can be much
more motivating than participating in a sheltered workshop
because it is a requirement of the program. About one-hdf of
Options' clients are involved at least part-time in competitive
employment.

PARTICIPANTSIN OPTIONS IN COMMUNITY LIVING havea
wide variety of needs. Some require frequent persona con-
tacts with staff five or Six times a day during a crisis period.
Others are able to function with telephone contacts once or
twice amonth. Many of Options clients have disabilities Sm-
ilar to developmentally disabled residents in group homes and
nursing homes. The type of need often does not correspond to
the severity of a person's disability. Some individuas labeled
"mildly retarded" may require substantial support. The ability



Figure 4: Dispersion of scattered-site apartments
throughout Madison for 75 develop-
mentally disabled persons receiving
services from Options in Community
Living.
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people with disabilities to function in the community largely
depends on the availability of appropriate supports. One man
with a brain injury and a prosthesis on one leg gets around
dowly on crutches and occasionally uses a wheelchair. Options
daff helped him find a physically accessible apartment with a
rent subsidy and a roommate, helped him develop independent
living skills in cooking, meal planning, shopping, and self-
management of his extensive health needs, and assisted him
in securing home maker and chore services from the county
Department of Social Services, job training from Divison of
Vocationa Rehabilitation and Vocationd Education Al-
ternatives, mobility training from a special university pro-
gram, and arranged for the purchase of a three-whedl bicycle
through Medicaid. In addition, Options staff provided counsd-
ing for depression and helped him join alocal church group.
After one year this man no longer needs chore services, uses
city buses to get around town, cooks and shops independently
with his roommate, and handles his own finances. At the
beginning daily visits were required from staff in addition to
severa phone cals aday. After ayear the staff see him about
once aweek and have phone contact once aday.

With Options emphasis on scattered site apartments, pro-
gram participants with physical disabilities can now be served
in physically accessible units who had been excluded by archi-
tectural barriers from the clustered site apartments. In scat-
tered sites Options staff can aso serve married couples and
disabled persons with children. There have been nine mar--
nages among program participants over the past six years
which sometimes calls for Options staff to add counseling on
getting along with the in-laws" to the other survival skillsin
the community. It is gratifying to staff, who have all been in-
volved in the program from two to six years, to see people,
who once lived in the clustered sites and required personal

contacts several times aday, now drive across town from their

independent apartments with their spouses for visits once a

month. Five couples have continued to receive outreach serv-

ices since their marriages.

A scattered site apartment may not be ideal for everyone.
Some individuals may prefer a clustered site to maintain peer
interaction with other people with developmental disabilities
with whom they may share certain interests and needs in
common. Whether a person wants to live in a scattered site or
a clustered site depends on individua preference and an apart-
ment living program should be able to respect and accommo-
date that individual choice.

A few persons in the apartment living program may be able
to function without any assistance from the outreach program
after awhile. Most will be able to function with minima assigt-
ance except in times of crisis. Others will probably always
need agreat ded of assistance in living in the community. But
even for these people, the cost of helping them fulfill their
potential in an apartment setting with off-site supports will
amodt invariably be less cogtly than the cost of service to them
in anursing home, group home, or ingitution.

In atruly individuaized program, people will have different
persona goals. Even in the more structured clustered site
apartments, one is struck by the diversity of dreams that
roommates have as they chart their own paths to personalized
fulfillment. One person wants to earn money to buy a car and
move to his own apartment. Another is planning to enter
Madison Area Technical College to specidize in a career in
food preparation. A third is concerned about spirituality and
playing drums. Options in Community Living is an individ-
ualized program not only because of the staff-to-client ratio or
the small number of persons in each apartment, but also be-
cause the staff and clients both have the expectation that the
clients are responsible for their own actions. The expectation
is not that all people must be able to do the same things in
order to live in an apartment but that the program must have
the capacity to accommodate peopl€e's changing needs.

The RISING COST of group homes and the growing redlization
that many severely disabled persons can function well in an
apartment have increased the Dane County 51 Board's interest
in the apartment living program. A recent site visit by the 51
Board members brought the reality of peopl€'s lives to the
attention of the 51 Board. Having shaken their. hands,_ drunk
their coffee, eaten their dessert, and asked about their future
plans, the 51 Board members appeared more convinced that
the apartment living program is a viable alternative to more
restrictive and more costly residentid fecilities.

With the reorganization of the apartment living program
since its break with the RFDF Board, Options in Community
Living has established a new broad-based board of directors
bringing together experts in the areas of business, law, rea
estate, government, local politics, education, social services,
and health, to join representatives of family members, advo-
cates, consumers, and staff. This new board will plan the next
stage of Options evolution and growth as an innovative apart-
ment living program. If Options intends to serve people in the
community with more severe disabilities, it may have to con-
sider restoring the use of live-in staff where needed and to
develop an effective use of para professionds.

The evolution of this apartment living program has occurred
through the personal growth of clients and staff over the past
sx years. It remains to be seen whether their experiences will
help other residential programs develop a flexible capacity to
individualize services that enable more developmentaly dis-
abled personsto live in the community. 1
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in Community Living

Administrative Office: 1954 East Washington Ave , Madison, Wisconsin 53704, Phone (808) 249-1585 |

M SSI ON STATEMENT

Options in Conmunity Living, Inc. (Options) believes that
every person has the right to live in a hone in the
comunity as an active and accepted nmenber. Its nission
is to provide support and coordi nate services to enable
adults with devel opnental disabilities to live on their
own in small, dispersed settings. The agency wor ks
with people to help them nake their own choices and reach
their own goals, with support available as often and for
as long as it is needed.

Qui ded by an active board representing a diverse group of
persons, Options strives to help people with disabilities
and the larger community |learn fromeach other in order
to pronote nutual understanding, personal satisfaction

and a greater fulfillnment of the potential of each
i ndi vi dual

12/ 81



OPTIONS IN COMMUNITY LIVING, INC.

DEMOGRAPHIC INFORMATION

NUMBER OF OPTIONS CLIENTS SERVED TO DATE IN 1983 . . . . . .95

SEX AGE
Male - ... ... .._..... 37 Under 20 - ... ... .__..... 0
Female ... .. ... ... ....... 47 20-25 e 31

26-30 o ii e 16

MARITAL STATUS 31-35 e 16
Single . ... ... ... ..... 88 36 - 40 oo 12
Married..... ... ......... 7 over 40 ... ... 19

DAY ACTIVITY RESIDENCE AT TIME OF CERTIFICATION
Paid Employment......... 37 Intermediate Care Facility . 21
Volunteer Employment . . . .19 Group Home/Halfway House . . 17
Sheltered Workshop ..... 22 Adult Foster Care ........... 6
Student . .. .. ... _...._.... 7 Family Home ... ... ... ... ..... 35
Homemaker ...._.......... 2 Independent Living .......... 8
Unemployed . .. ... ........ 10 Nursing Home ... .. ... ... ..... 4
o) 5 YMCAZYWCA .o e e 2

Hospital Rehabilitation Unit 2

DIAGNOSIS Primary Secondary
S 5 .. ... A - 18
CP o 17 e 1
Epilepsy - o oo O 6
Brain Injury................. 72 0
Mental Illness...... ... ...... 2 e 10
Hearing Impaired............. O i e 2
Vision Impaired.............. O i e 2
Other. ... .. ... . ... ..... 1 1

INCOME SOURCE ANNUAL INCOME
SSI .. 10 Unknown or O ... ..._._.._..._._..... 5
SSDI .o 1 $3000 - 3999 ... ... ..-.... 5
SS1/Child Benefits...... 1 4000 - 4999 ... ... ... 38
SSI1/Employment.......... 7 5000 - 5999 ... ... .. .. ...... 24
SSI/SSDH .. oo 22 6000 - 6999 ... .. ... ...... 11
SS1/SSDI/Employment ... .21 7000 - 7999 .. ... ...-. 3
SSDI/Employment. ... ..... 2 8000 - 8999 ... ... ... ....... 2
Employment. .. .. ... _...... 22 9000 - 9999 .. ... ... .--..- 3
Welfare. ... ... . ... ..... 1 10,000 - 10,999 ... ... ...... 0
Welfare/Employment ...._. 2 11,000 - 11,999 ... ....... 1
AFD.C.orii i 1 12,000 - 12,999 ... .. ... ..... 1
Other.. .. ... ... ... ..... 3 13,000 - 13,999 ... ... ...... 1
None/Unknown .._.._..._..... 2 14,000 - 14,999 .. ... ........ 1
GJ/pm

6/14/83
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Lions
in Community Living

Administrative Office: 1954 East Washington Ave., Madison, Wisconsin 53704, Phone (608) 249-1585

VVOCATI ONAL  STANDARDS PQLI CY

The purpose of this paper is to outline sone vocational standards
whi ch Qptions in Community Living believes will inprove the overal
quality of life of our clients. Options maintains that the expectations
for the vocational quality of |ife for persons with disabilities should
be the same as those for other conmmunity nenbers.

The standards in this paper address vocational service conponents such
as wages, job stability, amount of work, and follow al ong support. These are
the areas which, as docunented in the Vocational/Activity Profile, inpact
upon a large number of Options clients.

W feel that these standards are a necessary conponent of all voca-
tional services. These standards will assist OQptions with the planning
and eval uation of our clients' vocational needs.

1) A person should have a range of choices regarding the type of
work he/she would like to pursue and a right to explore and
pursue his/her career goals.

2) A person should have the opportunity and right to choose the
nunber of hours he/she would like to work

3 For a person who earns either no wage or |ess than nini num wage,
there should be a systemto regularly review and justify why
that person does not earn m ni num wage.

4) A person shoul d have the appropriate type and anount of follow
al ong support necessary to sustain hinfher in employnent. The
support shoul d be available fromcomunity based providers as
wel | as sheltered workshops.

5 There should be a limt set on the length of tine a vocationa
provider has to find a job for an individual

6) SSI reduction for paid enpl oyment:

- A person should be able to earn the maxi num amount of income in
conjunction with maintaining SSI benefits.



Vocati onal Standards Policy
Page 2

- In nmaki ng a deci sion between enpl oynent and SSI benefits,
efforts should be nade to balance all factors that would
affect a person's quality of life.

- If a person incurs the risk of losing SSI benefits, adequate
protections should be established with regard to earning
appropriate i nconmre and mmi ntai ni ng necessary nedi cal benefits.

SN/ pm
11/11/83



OPTIONS IN COMMUNITY LIVING, INC.

4 ORGANIZATIONAL CHART

—— Executive Committee

BDARD OF DIRECTORS —— Planning Committee

— Community Affairs Committee

PROGRAM DIRECTOR

f ! |

Office Eastside Westside Eastside

Manager Team | Team Team 2
[ I [ | I !
Community Support Community Communlty Support Community Community Support Community
Specialist/Team Support Specialist/Team Support Specialist/Team Support
Coordinator Specialist(s) Coordinator Specialist(s) Coordinator Speclalist(s)

Independent Living Independent Living Independent Living

Skills Trainers Skills Trainers Skills Trainers

GJ/ pm
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in Community Living

Administrative Office; 1954 East Washingion Ave_, Madison, Wisconsin 53704, Phone (B08) 249-1585 |

PROGRESS REPORT
CAPACI TY BUI LDI NG GRANT FOR PEOPLE W TH SPECI AL NEEDS

March, 1983

In response to a growi ng denand for services for persons with multiple
devel oprmental and physical disabilities, the Dane County Unified Services
Board, in cooperation with several conmunity agencies, applied for and
received a Capacity Building Gant fromthe Wsconsin Departnment of Health
and Social Services in July, 1982. Options in Community Living, Inc., was
the agency designated to inplenent this grant with a m ssion of denpnstrating
viable community residential alternatives for six adults whose needs
required intensive and | ong-term supports.

The grant proposal process required that the project planners identify
the specific people to whom services would be offered. This provided a rare
opportunity for services to truly be designed around the individual's needs
and preferences, versus trying to "fit" people into frequently ill-fitting
prograns. Now, eight nonths |ater, we have | earned sone interesting things
about providing services to people with nmultiple and severe disabilities,
which are outlined in this report. W have al so conpl eted assessnments and
service planning with eight individuals, which has led to the foll ow ng
results:

In Septenber, 1982, a 19-year-old man who attends a Madi son high schoo
moved into a rent-subsidized two-bedroom apartnent with a live-in attendant.
He has cerebral palsy and mld nental retardation, cannot wal k or transfer
i ndependently, and has severely inpaired speech. Although his apartment was
not built as an accessible unit, a ranp and adaptive equi prent have made this
a satisfactory home. This nman receives a great deal of support fromfamly
menbers who |ive nearby, as well as services from Options.

In Cctober, a 21-year-old woman and recent high school graduate nmoved
from her parents' home in rural Dane to a new, accessible, rent-subsidized
unit on Madison's east side with a live-in attendant. She has cerebra
pal sy, is nmentally retarded and cannot wal k or transfer independently. She
has supportive relationships with her famly and with friends in Mdison
mai ntai ns a volunteer job three days per week, and receives services from

Opti ons



Progress Report
Page Two

In October, Options also began working with two wonmen, ages 25 and
34, who were sharing a three-bedroom accessible apartnment with one |ive-
in attendant. They were referred to this project because they were not
recei ving an adequate |evel of support services and because they found
their shared living arrangenent unsuitable. Negotiations with the owner
of the conplex have resulted in plans for the wonmen to nove to separate
two- bedroomunits with their own attendants. One wonan presently attends
cl asses at MATC and both are on waiting lists for volunteer jobs. Both
wonen have cerebral palsy.

In January, 1983, a 60-year-old man noved from the Dane County Hone
to a rent-subsidized, two-bedroomapartnent. In addition to having cere-
bral pal sy and speech and hearing inpairnments, he suffered a back injury
two years ago and is unable to wal k or transfer alone. Because he re-
qui res 24-hour attendant care, a couple was recruited to live with him and
a relief worker is scheduled several tines each week. He has never
enj oyed group activities or progranms, So one-to-one activities are planned
with his attendants, Options staff and University students.

The sixth individual identified for the project was a 54-year-old
woman who has cerebral pal sy and who has resided at the Dane County Home
for 21 years. Although she has periodically verbalized a desire to nove
into the community, she is now highly anbival ent about such a nove and has
no i medi ate plans to do so.

In February, Options added two additional nen to the project who,
al t hough not physically disabled, required a greater |evel of services
than was presently available in an apartnment setting. These nmen, ages 20
and 23, have noved into a three-bedroomflat with another young man who
has been |icensed as a foster sponsor and who provides m nimal supervision
and overni ght support as a supplenent to Options services. One nan is
about to conplete high school and the other has a part-time job. Both men
are mentally retarded and one nan has a severe seizure disorder

SOMVE SUCCESSFUL STRATEQ ES

The project staff consists of a Coordinator (80% FTE) who is respon-
sible for program devel opment, social services and case managenment, and an
I ndependent Living Skills Trainer (full-time) who assists people in a w de
range of daily living activities. Due to the scarcity of successfu
service nodels for this group, Options staff sought input froma variety
of know edgeabl e persons in devel opi ng these services. An advisory group
consi sting of Don Anderson (Wi sman Center), Sally Mather (WARC), and Dan
Remi ck (consumer representative), met several tines in 1982 to discuss
such i ssues as attendant care, resources for daytine activities, and
potential research topics. Options also contracted with the follow ng
peopl e for assistance in individual assessment and service planning:

Mari anne Jacobs of United Cerebral Palsy; Access to |Independence; Mark
Sweet, Doctoral Student in Behavioral Disabilities, UWMMadi son. These
varied perspectives have been extrenely useful in devel opi ng new services.
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Another useful strategy has been an assessment process that is
based largely on an approach outlined by the Developing Individualized
Services Options (DISO) Project (Marcie Brost, Director).1 Our
assessments involved gathering information from clients, their families
and professionals with our goal being to "get to know" the person e.g.
important people and activities in their lives, their individual pre-
ferences and future goals, the help they would need in order to live in
the community. We found that informants frequently held conflicting
opinions about the client and, consequently, it was helpful to contact
at least several people who knew the client well and to observe him/her
in different settings.

We have also found that it is critical for someone to assume a case
management role with persons who cannot assume total responsibility for
their own personal planning. This has included both the setting up and
monitoring of services by someone who has a familiar and on-going
relationship with the client. In some cases, staff time spent on case
management has surpassed the time spent providing face-to-face services.
This was particularly true for the 60-year-old man who moved into an
apartment from a nursing home. Because he has only a minimal natural
support system and has speech and hearing impairments which make it
difficult for him to communicate, Options staff has assumed major respon-
sibility for arranging the services he needs and wants, including attendant
care, medical and dental services, Social Security benefits, medical
insurance, home care allowance, COP funding, speech and hearing services,
and banking services. We anticipate that, for most clients, this case
management role will be needed on a long-term basis.

A necessary component of each person®s service plan has been to obtain
the financial resources necessary for a live-in attendant or support
person. This has been minimally accomplished through the use of funds from
the Supportive Home Care and Foster Care programs, and with rent subsidies
which allow the live-in person to receive free rent. In addition, Options
supplements the salaries of personal care attendants for their assistance
in teaching daily living skills. COP funding has also been obtained for
one person who required 24-hour attendant care.

In the area of direct services, Options has had to re-evaluate and
adapt its approach to skill development with its goal of "independence". As
we"ve gained more experience with persons who have severe and multiple
disabilities, we are rethinking the meaning of "independence" and
"autonomy'. Ann Falconer, a physical therapist at Madison East High
School, described to us her emphasis on teaching severely handicapped
persons to be "independent, though dependent', i.e. learning to effectively
direct others to do "tasks that are not possible or practical for the
individual to do alone.2 Baumgart, Brown, Pumpian et al. (1982) introduced
us to the "principle of partial -participation” which "is essentially an
affirmation that all severely handicapped (persons) can acquire many skills
that will allow them to function, at lease in part, in a wide variety of
least restrictive... activities and environments."3 This principle
encourages the development of chronological age-appropriate and functional
skills, and recognizes the need to prioritize the activities that are most
valuable for each individual to learn.
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BARRIERS TO SERVICES

Although i1t has been the sincere intent of this project to develop
services around the specific needs of each individual, we have encountered
various barriers which restrict people®s choices. Many of these barriers
are related to the limited resources of publicly funded programs and the
limited personal finances of severely disabled persons.

One significant problem has been that the attendant/employer resi-
dential model has not been the optimal arrangement for some of the clients
served by this project. It has been unrealistic for us to expect certain
persons to assume the employer role and the responsibilities of directing
their own personal care. despite a great deal of support from Options and
other agencies. This has been true for our two youngest clients and for
the woman who has lived most of her adult life at the Dane County Home. A
preferable arrangement might have been a small group living situation with
persons of similar age and interests with paid staff who lived in or worked
in shifts. This would have allowed a more gradual introduction to the
demands of independent living and attendant supervision. Unfortunately
this project has been unable to provide or generate the funds for such a
setting.

A related problem is the universally low wages paid to direct care
personnel who work with disabled adults in community settings. The home
care allowance, which is intended to cover both live-in and relief atten-
dant wages, ranges from $375.00 to $500.00 per month for the clients ser-
ved by this project, and does not include health insurance, paid vacation
or other such benefits. Even when free rent and a $100.00 monthly supple-
ment from our agency is added, the compensation for the demands of these
positions remains disturbingly low. A direct consequence has been diff-
culty in recruiting and keeping qualified attendants. The two women who
share an apartment have had three attendants in two years. A third woman
has had three attendants in five months. This frequent turnover of live-
in attendants, on whom our clients so heavily depend, has extremely dis-
ruptive effects on their lives.

Another barrier to community living has been a shortage of. ... services
that are necessary for severely disabled persons to fully participate in
community life. Although such services do exist in the Madison area, they
frequently lack the capacity to meet the large demand. One important
example is the Elderly/Handicapped Bus Service which due to its limited
resources, has become increasingly difficult to schedule for work and
other important community activities. Another example is limited avail-
ability of paid or unpaid work opportunities for severely disabled per-
sons iIn integrated community settings. Although Vocational Education
Alternatives has been successful in developing some such positions,
clients have frequently waited for many months for their services. This,
in turn, has obvious adverse effects on attendant care schedules.
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A barrier that is not related to funding is that of attitudes.
During the course of service planning with sonme individuals, we en-
countered resistance and skepticism fromfamlies and professionals,
to the idea that a severely disabled person can live in a small, in-
tegrated community setting if given adequate support services. Sone
peopl e raised justifiable concerns which aided the planning process,
while others were not interested in even considering the possibility.
The nopst notabl e exanpl e of such disinterest was one physician who
concl uded that our client was not "a candidate for independent |iving"
wi t hout considering information on avail able support services in the
comunity which we had offered to provide.

CONCLUSI ONS

As we nove ahead with this project, we hope to devel op creative
approaches to overconing the barriers to providing services to severely
di sabl ed persons in normalized, community settings. W are encouraged
by the interest in and comitnent to this group that has been denon-
strated by the Unified Services Board, the Madi son Public Schools,
comunity agencies and famly nenbers. Wth their continued support,
the staff hopes to devel op sonme workabl e solutions to problens rel ated
to attendant care resources, choice of residential settings, and avail -
ability of community services for severely disabled adults.

REPORT PREPARED BY: Julie Pratt, MS.S W
Proj ect Coordi nat or
March 3, 1983
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CPTIONS POLICY ON QUALITY OF LIFE

I nt roducti on

The m ssion of Options in Community Living is to provide support and
coordi nate services to enable adults with devel opnental disabilities to
live on their own in snall, integrated conmmunity settings. The agency
works with people to help them make their own choices and reach their own
goals, with support available as often and for as long as it is needed.

Because our clients rent their own apartnents which are not subject
to licensing, any government regul ations, or agency control, Options felt
a responsibility to develop quality-of-life standards that apply to people
who live in apartnents or other simlar community residences. W nmintain
that the expectations for quality of [ife for persons with disabilities
shoul d be the sane as those for other menbers of the conmunity. Support
nmust then be provided on an individualized basis to help our clients
achi eve these standards

The purpose of this docunment is three-fold. First it serves to
provi de staff with standards for evaluating an Options client's well-being
and identifying areas where intervention is needed. Secondly, it provides
the agency with guidelines for deterni ning which individuals or groups are
best served by this service nodel. These standards are not intended to be
used as entrance criteria, but rather as a general framework for assessing
comunity living needs.

The third purpose is to communicate to our consuners, their fanilies,
advocates, and professionals the principles that guide our services. W
encour age open di al ogue with our consuners and other interested parties
about these principles and how they are inpl enented.

The policy addresses eight najor aspects of conmmunity |iving.
Each area is divided into two sections: 1) a list of those conditions
that we feel nmust exist to ensure that people are not at risk in the
comunity, and 2) a list of further conditions that Options wll
actively pronote to help its clients achieve a valued lifestyle. It is
antici pated that sone people will need intensive and | ong-term support
to maintain these standards.

A final conment nust be nmade about the inplenmentation of this
policy. W believe that the responsibility for quality of life is
shared by service providers, the consuner, and his/her significant
others. Options' services are voluntary and we will actively pronote,
but cannot enforce, these standards. W respect the right of our
consuners, with support fromtheir famlies and advocates, to assune
responsibility for their life decisions.

Copyright 1983 Options in Community Living, Inc.
Do not duplicate w thout perm ssion fromthe author
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Per sonal

A

| ncone

Condi tions that nmust exist to ensure that a person will not be

at

1

risk in the conmunity:

The person has a stable source of income that covers his/her
basic living needs, including shelter, food, transportation,
cl ot hi ng

There is effective managenent of this incone to ensure that
basic needs are net. (Support can be provi ded when needed

t hrough a doubl e-si gnature bank account, representative payee
or assistance with budgeting.)

Conditions that will further pronote a valued lifestyle:

There is sufficient income for itens and activities that enrich
one's |ife experience, such as vacations and other |eisure
activities, home decorations, and itens that enhance one's

per sonal appearance

The person is able to participate as fully as possible in
deci si on- maki ng about the use of his/her personal income

t hrough t he devel opment of noney and budgeti ng concepts and
val ues that encourage financial responsibility.

The person can maxi m ze hi s/ her incone through wi se investnents
and purchases, and through subsidies for which he/she is eligible.

The person has a neans of earning incone through enployment as
a supplenent to or in place of government benefits.
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1. Housing

A Conditions that nmust exist to ensure that a person will not be
at risk in the comunity:

1. The person has housing that nmeets comunity buil di ng codes,
is secure and has adequate heat, water and electricity.

2. The person has the basic furnishings necessary for daily
living, including a bed, chairs, table and |ighting.

3. The person lives in a neighborhood where he/she feels safe
and where there is access to needed resources.

B Conditions that will further pronote a valued lifestyle:

1 The interior and exterior of the hone is maintained in
a safe, clean and attractive fashion.

2. The person is able to exercise control over his/her home
envi ronnent, including choice of |ocation, personalized
furni shings and decor, and control of tenperature and |ighting.

3. The hone furnishings are attractive and conplete.

4.  The person is able to have maxi mum i nfluence over his/her
housi ng situation through such means as participation in a
tenant associ ation, cooperative housing or honme owner shi p.
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I'll. Physical and Mental Health

A Conditions that must exist to ensure that a person will not be
at risk in the comunity:

1. The person's health is naintained through adequate nutrition,
exerci se, safe behavior, nedical nmonitoring, and appropriate
medi cati ons when needed.

2. The person receives pronpt and up-to-date treatnent for
physi cal and nmental heal th probl ens.

3. The person enploys a personal care attendant if his/her
physical disability limts his/her ability to provide self-care.

B Conditions that further pronote a valued lifestyle:

1 The person has established relationships with and easy access
to health care providers (e.g. physicians, nurses, dentists,
counsel ors and therapists) that know the person and nonitor
hi s/ her health needs on an on-goi ng basis.

2. The person's lifestyle encourages "well ness". For exanple,
he/ she eats nutritious nmeals on a regular schedul e and nmintai ns
an appropriate weight; he/she does not snoke; he/she does not
drink in excess or use drugs; he/she has copi ng mechani snms to
relieve stress; he/she has people to provide enotional support.
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IV. Safety

A

Conditions that nust exist to ensure that a person will not be at
risk in the comunity:

1

Potential dangers in the person's environnent are mnim zed.
For exanple, his/her hone is free of fire hazards; his/her
home is | ocked and secure; he/she does not wal k al one on
dark streets at night.

The person receives pronpt and appropriate energency services
when needed, such as police, fire department, amnbul ance
crisis line.

V. Appearance and Hygi ene

A

Conditions that nmust exist to ensure that a person will not be

at risk in the comunity:

1 The person ninimzes health related problens through adequate
personal hygi ene and cl othing choices that are appropriate
for weather conditions.

2.  The person mai ntai ns acceptabl e hygi ene and appearance so as

not to restrict where he/she can live, work and sociali ze.

Conditions that will further pronpte a valued lifestyle:

1

The person has a choice of attractive clothing for different
occasi ons.

The person maintains his/her hair in a manner that is becom ng

The person's hygi ene and appearance serve to enhance sel f-esteem



Options Policy on Quality of Life Page 6

VI. Relating with QGhers

A

Conditions that nust exist to ensure that a person will not be at
risk in the comunity:

1. The person has the means to conmunicate on a daily basis with
primary people in his/her life. (This may include speech
signing and adaptive devices.)

2.  The person has support people, including Options staff, with
whom they are able and willing to maintain contact.

Conditions that will further pronote a valued lifestyle:

1  The person has the neans of communicating in such a way that
encourages interactions with other nmenbers of his/her support
system and conmunity (e.g. clarity, assertiveness, appropriate
affect).

2. The person has supportive relationships with famly nmenbers
that encourage i ndependence

3.  The person has relationships with friends and peers which
provi de conpani onship, intinmacy and support.

4. The person has the opportunity to responsibly engage in
sexual relationships and marri age based on hi s/ her personal
bel i ef s and val ues.

5.  The person's rel ationships include people who are non-di sabl ed.
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Meani ngful Activities

Conditions that nust exist to ensure that a person will not be at
risk in the comunity:

1. The person has a daily routine that is designed around his/her needs
and capabilities and that resenbles as closely as possible a typica
adult routine. Such a routine is likely to include vocational
domestic and |l eisure activities.

Conditions that will further pronote a valued |lifestyle:

1 The person's activities provide opportunities for persona
growt h and increased |ife satisfaction.

2. The person receives wages for his/her work.

3. The person takes part in culturally-valued |eisure activities,
such as parties, trips, concerts and shows.

4. The person's activities take place in community settings that are
i ntegrated with non-di sabl ed peopl e

5. The person has the neans of devel opi ng and achi eving short-term and
I ong-termgoals (e.g. vocational planning, vacations, retirenment).

Mobi ity

A Conditions that nmust exist to ensure that a person will not be at

risk in the comunity:

1. The person has the neans to nove about his/her hone and comunity
environnents to the extent necessary to satisfy his/her basic needs.

B Conditions that will further pronpte a valued lifestyle

1. The person has physical access to a wide range of community
resources for work, |eisure, shopping, etc. Modes of transpor-
tation can include bus, car, bike, walking, vehicles equipped
for wheel chairs.

2.  The person, when needed, has adaptive devices that will enhance

hi s/ her mobility, such as canes, notorized wheel chair, three-
wheel bike.



